Mental retardation (MR) is one of the most prevalent developmental disabilities.\[[@ref1]\] Family is the main source of support for the persons with disabilities in any society. Those who are closest to the persons with MR and care for them bear the brunt of their disability.\[[@ref2][@ref3][@ref4]\] Caregivers experience enormous physical and emotional burden while caring for such relatives. In a country like India where care provided for MR is mainly home based and alternate support systems such as day-care centers, weekend care, and special schools are meager, the impact of care on caregivers can be enormous.\[[@ref5][@ref6][@ref7]\]

Similarly, in early-onset psychosis (EOP), a nonspecific symptomatic disorder with onset in adolescent age, patients as well as their caregivers are often devastated by this illness, and this is equally taxing to the caregivers but has not received much attention.

Both MR and EOP are developed in the same age group, i.e., before the age of 18 years, affect normal development of child, have chronic course, and require long-term extraordinary care by their caregivers.

Despite the increasing interest in understanding the quality of life (QOL) among caregivers, research in this area has been mainly restricted to schizophrenia. The problems associated with rearing of such children can be multifold, and problems such as disturbance of routine, family leisure, family health, work absenteeism, and physical and emotional stress not only result in increased economic costs, but also have a negative impact on the QOL of caregiver.\[[@ref8][@ref9]\] Thus, it is important that the QOL is needed to be adequately researched and studied in the caregivers of children with MR and EOP. This will ensure the sensitivity while dealing comprehensively with not only children suffering from MR or EOP, but also the sufferings of caregivers.

Thus, this study was planned to assess and compare QOL of caregivers of EOP with caregivers of children with MR and also to study the correlation between sociodemographic variables and QOL. To the best of our knowledge and review of the current Indian literature, no study has yet compared the QOL of the caregivers of children with MR and EOP.

SUBJECTS AND METHODS {#sec1-2}
====================

This study was conducted in the outpatient and inpatient unit of a tertiary care center teaching hospital of North India. Institute\'s Ethical Committee\'s approval and written informed consent from the participants were obtained. The study comprised of three groups -- thirty caregivers of children with MR and thirty caregivers of children with EOP, where the primary caregiver was identified as an adult relative living with the patient in the same environment for at least 1 year and was involved directly in giving care and felt responsible for the care of the patient. The third group comprised of thirty healthy age-, sex-, education-, and socioeconomic status-matched individuals not directly involved in the caregiving of the patient. The inclusion criteria for the participants were children of either sex, aged between 13--18 years. Diagnosis of EOP and MR was made as per WHO ICD 10 criteria and same was confirmed by consultant Psychiatrist. For EOP group those who had psychotic illness for at least 1 year of duration and for MR group those who were diagnosed at least 1 year before the study were included in the study. Caregivers of children with comorbid MR and any other psychotic illness or comorbid major medical or surgical illness or substance abuse were not included in the study. Caregivers who were illiterate; who were suffering from any major psychiatric, medical, and/or surgical illness; and who had family history of MR, major mental illness, or incapacitating medical/surgical illness in more than one family member were also excluded.

Instruments {#sec2-1}
-----------

A specially designed pro forma was used for the patients and their caregivers that included sociodemographic data sheet and clinical profile sheet (for patients only). To assess the QOL of the caregivers, the World Health Organization (WHO)-QOL BREF Hindi version was used. In order to carry out QOL evaluation, the WHO QOL Group was created and a collaborative multicentric research project was developed, resulting in the WHO QOL-100. Based on this tool, the WHOQOL-BREF was developed, containing 26 questions. Hindi version of the WHOQOL-BREF was developed by Saxena *et al*.\[[@ref10]\] and had also been used in Indian settings.\[[@ref11][@ref12]\] Its primary aim is to assess one\'s subjective perception of his or her QOL. The scale consists of 26 items, which uses a Likert-type 5-point scale. These items are distributed in four domains including (a) physical health, (b) psychological health, (c) social relationships, and (d) environmental health. There are also two items that are examined separately: one which asked about the individual\'s overall perception of QOL and the other which asked about the individual\'s overall perception of his or her health. Domain scores are scaled in a positive direction (higher scores denote higher QOL). The scale produces four domain scores that correlate at around 0.9 with the WHO-QOL 100 domain scores. The transformed score is calculated as follows:

Transformed score = (actual raw domain score − lowest possible raw domain score/possible raw domain score range) × 100.

Where more than 20% data were missing from an assessment, the assessment was discarded. In addition, where up to two items were missing from a domain, the domain scores were not calculated with the exception of social relationship domain, where the domain was not calculated even if one item is missing.\[[@ref10]\]

All the participants in the group were randomly recruited and selected using the exclusion and inclusion criteria laid down for the purpose of this study. All participants were explained about the study and proper written informed consent was taken. The participants in the three groups were well matched. The patients were evaluated and the QOL scale was applied by a qualified psychiatrist in a single sitting. Statistical analysis was done using SPSS version 16.0 for Windows (Chicago, Illinois, USA).

RESULTS {#sec1-3}
=======

The mean age of caregivers was 42.8 years. The female-to-male ratio was 1:1.4. All the respondents were married; majority of them were Hindus, belonged to nuclear family, were educated up to secondary level, lived in the urban area, and were farmers/skilled or unskilled workers/laborers. Their family income ranged from Rs. 1500 to Rs. 25,000 per month, with majority of them falling in the category of \<Rs. 5000. There was no significant difference among the study groups with respect to various sociodemographic variables including age, religion, family type, education, domicile, occupation, and family income \[[Table 1](#T1){ref-type="table"}\].

###### 

Sociodemographic profile of caregivers (*n*=60)

![](IPJ-26-146-g001)

In our study, caregivers had significant poor QOL in all the domains, i.e., physical health, psychological health, social relationship, environmental health, and total QOL as compared to healthy controls. On comparing QOL of caregivers of mentally retarded children and EOP patients, those of MR were found to have poorer QOL in all domains \[[Table 2](#T2){ref-type="table"}\].

###### 

Mean quality-of-life scores of caregivers of mental retardation, early-onset psychosis, and control groups
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A statistically significant correlation was found between QOL domains and domicile, education level of the caregiver, family size, and family type. It was observed that caregivers who were living in rural area (all domains), were better educated (all domains), and belonged to joint family (psychological and environment domains) with more number of family members (physical domain) had better QOL \[[Table 3](#T3){ref-type="table"}\].

###### 

Correlation between caregivers' quality of life and sociodemographic variables
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DISCUSSION {#sec1-4}
==========

In our study, caregivers of EOP and MR children had significant poor QOL in all the domains, i.e., physical health, psychological health, social relationship, environmental health, and total QOL as compared to healthy controls. On comparing QOL of caregivers of mentally retarded children and EOP patients, those of MR were found to have poorer QOL in all domains. This difference cannot be attributed to sociodemographic factors as both groups were comparable. Possibly, longer duration of illness and treatment led to the difference in QOL among the caregivers of children with MR.

Our results as well as previous evidence also suggests that continued physical, emotional, and economic burden affects caregivers life negatively.\[[@ref13][@ref14][@ref15][@ref16][@ref17]\] Earlier, the focus of QOL research has been restricted to the relatives of adult patients with schizophrenia\[[@ref18][@ref19]\] little attention has been paid to the caregivers of children with EOP. Extensive research work also highlights that caregivers of children and adolescents with MR seem to display a lower QOL than the general population, probably from a combination of stress, health, and household income factors.\[[@ref2][@ref3][@ref13][@ref15][@ref20]\]

Unlike other reports, our study had predominantly males as the main caregiver in most of the patients. Previously, studies have shown the mother, i.e., the female, as the main caregiver of the patient and thus females have poorer QOL in comparison to other family members.\[[@ref21]\] Better education level of the caregiver was a protective factor in our study and was found to be positively correlated with the QOL, which is similar to previous studies.\[[@ref22]\] However, some studies could not establish a similar correlation between education level and QOL.\[[@ref16]\] Socioeconomic status appears to be inversely related to the QOL of the caregivers as reported previously.\[[@ref18][@ref23]\] Lower socioeconomic status along with the continued economic burden could explain the correlation. According to a study, the strongest predictors of caregivers\' QOL were the caregiver\'s family income along with other factors such as the caregivers\' health.\[[@ref24]\] Like previous studies,\[[@ref16][@ref17]\] we observed better QOL in caregivers who had good social support (i.e. belonging to joint family, having more family members and were from rural background) compared to those having poor levels of perceived social support.

The results of the current study should be interpreted in the background of certain limitations, which may have affected the observations: first, the study is exclusively hospital based with a small sample size. Second, factors related to caregivers such as duration of caregiving, comorbid physical illness, substance abuse in caregivers, and traits such as neuroticism that influence the perception of the caregivers were not taken into account.

CONCLUSION {#sec1-5}
==========

Living with and caring for a child with MR and psychosis is stressful and negatively affects QOL. Multiple sociodemographic variables influence the QOL of these caregivers.

The authors propose that respite care, psychoeducation, and skills\' training to the caregivers can help them to deal effectively with children with MR and EOP. More studies need to be planned in the future that will help policymakers to carefully consider the position of caregivers while designing and implementing support measures.
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